
HAL Id: hal-02568533
https://hal.science/hal-02568533

Submitted on 26 May 2020

HAL is a multi-disciplinary open access
archive for the deposit and dissemination of sci-
entific research documents, whether they are pub-
lished or not. The documents may come from
teaching and research institutions in France or
abroad, or from public or private research centers.

L’archive ouverte pluridisciplinaire HAL, est
destinée au dépôt et à la diffusion de documents
scientifiques de niveau recherche, publiés ou non,
émanant des établissements d’enseignement et de
recherche français ou étrangers, des laboratoires
publics ou privés.

Supporting Parents of a Child with Autism Spectrum
Disorder: The French Awakening

Carol Sankey, Cyrielle Derguy, Céline Clément, Jennifer Ilg, Émilie Cappe

To cite this version:
Carol Sankey, Cyrielle Derguy, Céline Clément, Jennifer Ilg, Émilie Cappe. Supporting Parents of a
Child with Autism Spectrum Disorder: The French Awakening. Journal of Autism and Developmental
Disorders, 2019, 49 (3), pp.1142-1153. �10.1007/s10803-018-3800-x�. �hal-02568533�

https://hal.science/hal-02568533
https://hal.archives-ouvertes.fr


French awakening! 1 

Running head:  

French awakening 

 

Manuscript title:  

Supporting parents of a child with autism spectrum disorder: the French awakening 

 

Carol Sankey, Postdoctoral fellow, Université Paris Descartes, Sorbonne Paris Cité, Institut de 

Psychologie, Laboratoire de Psychopathologie et Processus de Santé (EA 4057), France 

 

Cyrielle Derguy, Associate Professor, Université Paris Descartes, Sorbonne Paris Cité, Institut de 

Psychologie, Laboratoire de Psychopathologie et Processus de Santé (EA 4057), France 

 

Céline Clément, Professor, Université de Strasbourg, Laboratoire Interuniversitaire des Sciences 

de l’Education et de la Communication (EA 2310), France 

 

Jennifer Ilg, Associate researcher, Université de Strasbourg, Laboratoire Interuniversitaire des 

Sciences de l’Education et de la Communication (EA 2310), France 

 

Émilie Cappe, Associate Professor, Université Paris Descartes, Sorbonne Paris Cité, Institut de 

Psychologie, Laboratoire de Psychopathologie et Processus de Santé (EA 4057), France 

 

Corresponding author e-mail: emilie.cappe@parisdescartes.fr!

 



French awakening! 2 

Authors and institutional affiliations 

Carol Sankey, Postdoctoral fellow, Université Paris Descartes, Sorbonne Paris Cité, Institut de 

Psychologie, Laboratoire de Psychopathologie et Processus de Santé (EA 4057), France. 

Cyrielle Derguy, Associate Professor, Université Paris Descartes, Sorbonne Paris Cité, Institut de 

Psychologie, Laboratoire de Psychopathologie et Processus de Santé (EA 4057), France. 

Céline Clément, Professor, Université de Strasbourg, Laboratoire Interuniversitaire des Sciences 

de l’Education et de la Communication (EA 2310), France. 

Jennifer Ilg, Associate researcher, Université de Strasbourg, Laboratoire Interuniversitaire des 

Sciences de l’Education et de la Communication (EA 2310), France. 

Émilie Cappe, Associate Professor, Université Paris Descartes, Sorbonne Paris Cité, Institut de 

Psychologie, Laboratoire de Psychopathologie et Processus de Santé (EA 4057), France. 

 

Acknowledgements 

Authors would like to thank the parents who took part in the three programs as well as all their 

clinical partners. 

More particularly, authors are grateful to: 

- For Beyond ASD: the Centre Universitaire de Pédopsychiatrie du CHRU de Tours, in 

particular Pr. Frédérique Bonnet-Brilhault, Dr. Joëlle Malvy and Julie Allard Ech Chouikh, and 

the Centre de Ressources pour l’Autisme de Haute Normandie, in particular Dr. Antoine Rosier 

and Romain Taton, 

- For ETAP: the Centre Ressources Autisme Aquitaine, in particular Pr. Manuel Bouvard and the 

Child psychiatry department of Robert Debré Hospital (Paris), in particular Pr. Richard Delorme 



French awakening! 3 

and Marion Poumeyreau, as well as Katia M’bailara and Solenne Pingault for sharing their 

expertise in Therapeutic Education and ASD. 

- For ABC: The Centre Hospitalier Spécialisé de Rouffach, in particular Dr. Benoît Dutray and 

Laure Wolgensinger, for sharing their expertise in Therapeutic Education and ASD and for the 

implementation of pilot groups.  

 

Author Contributions 

CS coordinated and drafted the manuscript; CD conceived and coordinated the study regarding 

the ETAP program and helped draft the manuscript; CC and JI conceived and coordinated the 

study regarding the ABC program and helped draft the manuscript; ÉC had the idea of the 

manuscript, conceived and coordinated the study regarding the Beyond ASD program, and 

supervised and helped draft the manuscript. All authors read and approved the final manuscript.  

 

Funding 

Research for Beyond ASD received financial support from the Caisse Nationale de Solidarité 

pour l’Autonomie (CNSA) through the 2014 call for projects of the Institut de Recherche en 

Santé Publique (IRESP). 

Research for ETAP received financial support from the French ministry of higher education and 

research and from the Orange Foundation (Grant No. 2013 028). 

Research for ABC received financial support from the Centre Hospitalier Spécialisé de Rouffach 

(France) and from the Ecole Supérieure du Professorat et de l’Education of the Université de 

Strasbourg.  



French awakening! 4 

The authors declare that they have no conflict of interest. 

 

Conflict of interest 

The authors declare that they have no conflict of interest.  

 

Ethical Approval 

For all three programs, participants were given the necessary information and gave their 

informed consent to take part in the study. In addition, all procedures performed were in 

accordance with the ethical standards of the respective institutional and/or national research 

committees and with the 1964 Helsinki declaration and its later amendments or comparable 

ethical standards.  

 

Address for correspondence 

Emilie Cappe 

Laboratoire de Psychopathologie et Processus de Santé (EA 4057) 

Institut de Psychologie 

Université Paris Descartes, Sorbonne Paris Cité 

71, avenue Édouard Vaillant  

92100 Boulogne-Billancourt  

France 

Corresponding author e-mail: emilie.cappe@parisdescartes.fr 

Tél. : +33176533080!

 
  



French awakening! 5 

Manuscript title: Supporting parents of a child with autism spectrum disorder: the French 

awakening 

 

 

Abstract 

 

After being wrongfully blamed for their child’s disturbances, French parents of a child with 

autism spectrum disorder (ASD) are now perceived as essential partners of care professionals. 

This shift in perspective has encouraged the development of parent training programs in the field 

of autism. In this paper, we present three programs currently implemented in France for parents 

of a child with ASD. We investigated their social validity, from the parents’ perspective. All 

three programs showed good social validity: attendance rate was good and parents were satisfied. 

In France, like elsewhere, more parents should be given the opportunity to participate in such 

programs to help them deal with the specific challenges of raising a child with ASD.  

 

Keywords: autism spectrum disorder, parent training, support programs, France. 
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Introduction 

Impact of ASD on parents’ lives 

Having a child with an autism spectrum disorder (ASD) is a highly stressful experience (Davis 

and Carter 2008), that affects parent’s wellbeing, as well as their physical and psychological 

health (Dardas and Ahmad 2014; Giallo et al. 2011; Johnson et al. 2011; Lee et al. 2009). The 

challenge of raising a child with ASD (Roper et al. 2014) can impair the quality of life of parents 

and of the whole family (Cappe et al. 2011). Thus, these families have specific needs, linked to 

the daily difficulties and challenges they have to face (Derguy et al. 2015).  

While early diagnosis provides a degree of explanation for the child’s behavioral difficulties and 

helps parents accept that they are not to blame for it (Chamak et al. 2011), it can also be 

associated with a greater level of parenting stress (Osborne et al. 2008). Recent evidence 

underscores the importance of working alongside families, as family context can impact the 

development and escalation of severe behavior problems in children with ASD (Smith et al. 

2014). 

The French historical context of autism 

In France, the term ‘autism’ has long been associated with negative social representations and 

carries a painful history marked by psychogenic theories incriminating mothers for their child’s 

disturbances and excluding parents from childcare (Philip 2009). In the fifties, the 

psychoanalytical approach was at its strongest and most (fortunately not all) French people 

considered autism to be a psychological and sociological disorder (Feinstein 2011). Even 

suggesting there could be organic causes was a sacrilege (Feinstein 2011). In a context of 

ferocious opposition from the majority of his colleagues, French scientist Gilbert Lelord stands 
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out as one of the world’s pioneers in autism research, as he was one of the first to carry out 

serious EEG tests in children with ASD and to develop an innovative technique designed to 

encourage communication through play (exchange therapy) (Lelord et al. 1973, 1991). In the 

seventies, parents initiated associative movements to speak out against the injustice of being 

wrongfully blamed, raising awareness of the social exclusion and stress they endured (Cappe and 

Boujut 2016; Philip 2009). French parents have long been dissatisfied with the diagnostic 

process and have been asking for earlier diagnosis and appropriate educational approaches 

(Chamak et al. 2011). In the late nineties, Howlin and Moore (1997) found a significant 10-year 

gap between the UK and France in the age of children at the time of diagnosis. Thanks to the 

initiatives of some regional child psychiatry hospital units, such as Montpellier, Paris, Toulouse 

and Tours, that paved the way and provided high-quality evaluations and services, the situation 

has now improved throughout the territory (Adrien et al. 2001; Baghdadli et al. 2006; 

Barthélémy et al. 1992; Lelord et al. 1991, Rogé 1989, 1998), with earlier evaluations and 

shorter waiting lists, aiming to offer earlier interventions to the child and his or her parents 

(Chamak et al. 2011). The widening and redefinition of the diagnostic criteria, as well as the 

active involvement and mobilization of parents’ associations have also led to an evolution 

towards less negative social representations on the etiology of ASD and more appropriate 

interventions and treatments (Chamak et al. 2011).  

Supporting parents: French governmental politics 

Only recently did the French National Authority for Health acknowledge, for the first time, the 

central role of families in the child’s course of care, as well as the importance of parent-

professional partnerships, in its best practice guidelines for the care of children and adolescents 

with ASD (HAS 2012). These guidelines also outlined the disorder’s repercussions on families 
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and the necessity to give parents appropriate support. A year later, this approach was 

strengthened by the third five-year governmental plan for autism (2013-2017), which insisted on 

the importance of “giving parents quality welcome, advice and training [...] to help families be 

present and active with their relatives, to protect them from exhausting and stressful situations 

and to allow them to play their role to the full on the long term” (Ministry of health and social 

affairs, 2013 - Action sheet 22, p.96). In other words, parents or relatives are now perceived as 

essential partners of care professionals, and should be given appropriate knowledge and tools to 

deal with their child’s disorder. This change of perspective has encouraged the development of a 

variety of parent-centered programs, in the field of autism. Such approaches are popular across 

the Atlantic but only recently did they develop in Europe and particularly in France (Derguy et 

al. 2017, 2018; Ilg et al. 2018; Pickles et al. 2016; Rattaz et al. 2016).  

Different types of parent programs 

For Schultz and her collaborators (2011), parent training (or parent education) as an intervention 

draws its strength from its comprehensive nature, its ability to serve multiple functions, and its 

adaptable form (Schultz et al. 2011). It serves to inform parents, teach them new skills, and 

supplement child interventions (Brookman-Frazee et al. 2006). Bearss and collaborators (2015), 

for their part, contrast parent training (providing specific strategies to manage disruptive 

behavior) with parent education (providing information about autism but no behavior 

management strategies) (Bearss, Johnson, et al. 2015), and therefore distinguish parent programs 

on the basis of whether they are designed to actively engage the parent in promoting skill 

acquisition or behavior change in the child (parent-mediated intervention, direct benefit to the 

child), or whether they aim to provide parental support and promote knowledge gains around the 

child’s disability (parent support, indirect benefit to the child) (Bearss, Burrell, et al. 2015). 
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However, this clear dichotomous classification is probably not the best way to account for the 

diversity of parent programs. Indeed, despite different labels, theoretical backgrounds (e.g. 

psychoeducation, therapeutic education, etc.), aims and formats, parent programs respond to one 

or more of parents’ needs, ranging from information (parent education) to specific skill training 

(parent training). In addition, most programs include more or less psychosocial support. In fact, 

these programs may include similar components, but give them different weights, thus making 

each program unique. Such formal programs should systematically be evaluated from a parent 

perspective to assess parents’ responsiveness to these types of interventions ((Clément and 

Schaeffer 2010; Durlak 2010; Durlak and DuPre 2008). The social validity concept can serve 

this purpose, as it underlines the importance of measuring the adequacy of the program’s 

objectives with societal expectations, including the accessibility and acceptability of 

interventions (Wolf 1978). 

Study objectives 

Non Anglo-Saxon programs have been excluded from previous literature reviews (e.g. Schultz et 

al. 2011). Our aim was to review three programs developed and implemented in French-speaking 

areas (France and/or Province of Quebec, Canada) for parents of a child with ASD, and to 

evaluate their social validity, notably their accessibility and participants’ satisfaction (Clément 

and Schaeffer 2010).  

Methods 

Description of the programs 
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As recommended by Derguy et al. (2015), all three programs were designed to provide support 

tailored to the specific needs of parents of a child with ASD, taking into account the child’s 

developmental specificities and behavioral manifestations.  

As these programs were developed independently, each has its own format and characteristics 

that are summarized in Table 1. However, they are all intended for closed groups of parents 

whose children have been diagnosed with ASD. In order to be included in the study, the child’s 

diagnosis had to be established by a child psychiatrist, according to the international 

classification criteria for the autism phenotype (American Psychiatric Association, 2003, 2013), 

complemented by one or more diagnostic evaluations, such as ADOS (Autism Diagnostic 

Observation Schedule; Lord et al. 2000), ADI-R (Autism Diagnostic Interview-Revised; Rutter 

et al. 2003), and/or CARS (Childhood Autism Rating Scale; Schopler et al. 1986). There are 

concerns regarding the clinical utility of the ADI-R and ADOS (Fitzgerald 2017), for these tools 

are based on a narrow view of the disorder and present a risk of under-diagnosing (Baird et al. 

2006), especially in toddlers (Ventola et al. 2006). However, they are recommended by the 

French National Authority for Health to contribute to the ASD diagnostic process (HAS 2018), 

and they are validated and available in French. In this study, these evaluations were used as an 

inclusion criterion and always in complement of the clinical diagnosis of a professional clinician. 

[Table 1] 

Beyond ASD, parental skills within my reach 

The program « Beyond ASD, parental skills within my reach » (French name: « Au-delà du TSA, 

des compétences parentales à ma portée ») finds its roots in psychoeducation. Pychoeducation 

developed in the early fifties and integrates psychology and education science theories in order to 

help those with adjustment difficulties, by assisting and supporting their progression towards a 
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better balance (Gendreau 2001). Beyond ASD was developed in 2004 as part of a Masters 

dissertation at the university of Quebec in Trois-Rivières (Hardy 2008), and revised following 

evaluations by the first participants (Stipanicic et al. 2014).  

The main objective of this program is to allow participants to acknowledge, develop and update 

their parental skills. Beyond ASD’s five workshops address different issues (see Table 2 for 

details), but all aim to empower participants in their role of parent of a child with specific needs.  

[Table 2] 

Pre- and post-intervention efficacy measures yielded significant positive results: after the 

program, parents were less stressed, they had a more positive perception of their situation and 

used more efficient coping strategies (Cappe et al. subm., Sankey et al. 2017). In addition, they 

experienced an improvement of their quality of life, notably regarding the relationship with their 

child and their general wellbeing (Cappe et al. subm.). Finally, they had a better knowledge of 

the disorder (Sankey et al. 2018). Professionals reported that Beyond ASD could be easily 

implemented in a clinical service. They noted the high quality of the program, despite several 

adaptations that had to be made to respond to field constraints. Overall, professionals felt parents 

were responsive to the program (Sankey et al. subm). 

The ETAP program: therapeutic education program for parents of a child with ASD  

The ETAP program (in French “Education Thérapeutique Autisme et Parentalité”) was 

developed in accordance with the methodological specifications of therapeutic education (TE) 

(HAS 2007a, 2007b, 2012). The World Health Organization (1998) defines therapeutic education 

as helping patients and/or their family acquire or maintain the skills they need to manage, as well 

as possible, their lives with a chronic disease. TE should help patients and their families to 
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understand the disorder and its treatment, to work alongside professionals and to take 

responsibility for their own treatment, in order to help them maintain and improve their quality 

of life.  

Topics and educational objectives are based on the results of two previous studies about parents’ 

needs and the determinants of parental stress in ASD (Derguy et al. 2015, 2016) and the 

expertise of nine professionals specialized in ASD and / or therapeutic education with 

complementary training (four psychologists, a speech-language therapist, a psychomotor 

therapist, a psychiatrist, a social worker and an archivist specialized in resources on ASD). In 

addition, parents’ educational needs in different areas (material, information, management of 

daily life, parental guidance, emotional and relational support) were assessed through one-on-one 

interviews (before and after the program), also called ‘educational diagnosis’ in the TE 

terminology (Derguy et al. 2015).  

ETAP considers the ASD functioning specificities and targets two kinds of therapeutic education 

skills: self-care skills and psychosocial skills. The self-care skills aim to a better understanding 

of the disorder and its management (HAS 2007a). Psychosocial skills are personal and 

interpersonal, cognitive and physical skills, that help people make informed decisions, solve 

problems, communicate effectively and build healthy relationships, in order to acquire the ability 

to live in their environment and eventually change it (WHO 2003).  

Table 3 summarizes the main goals of each workshop.  

[Table 3] 

Preliminary results on a sample of 40 parents (ETAP group = 30, control group = 10) show a 

significant positive impact on the quality of life and depressive symptoms of the ETAP program 
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participants (not the controls), but no significant decrease in anxiety symptoms. However, when 

we consider the proportion of parents with a significant anxiety state (above the clinical 

threshold of HADS, score ≥ 10; Zigmond and Snaith 1983), it tends to decrease after the 

program only for the ETAP group (Derguy et al. 2018).  

A. B. C. of the behavior of children with ASD: parents in action!  

The ABC program (in French: “L’A.B.C. du comportement de l’enfant ayant un TSA : Des 

parents en action !”) was developed as part of a doctoral dissertation carried out at the university 

of Strasbourg, first through a collaboration with a specialized hospital center dedicated to 

psychiatry (Centre Hospitalier de Rouffach, France) and then with the University Institute in 

Trois Rivières (Québec, Canada) (Ilg et al. 2018). It was developed within the theoretical 

framework of Applied Behavior Analysis (ABA) with incidental learning (Schreibman et al. 

2015). The ABC program was designed to provide parents with quality information on ASD and 

behavioral management strategies in order to improve their everyday living and communication 

skills and to reduce challenging behaviors (see Table 4 for details).  

The ABC program aims to train participants to gain confidence in their parental abilities and to 

better adjust to their child’s characteristics, in order to improve their family quality of life. 

Through manageable objectives, parents progressively learn to apply behavioral strategies within 

their home and the child’s daily routines in order to encourage desired behaviors and prevent 

challenging ones (Schreibman et al. 2015).  

[Table 4] 

Preliminary results have shown that after participating in the ABC program, parents had 

significantly improved their knowledge in ASD and behavioral intervention strategies, as well as 
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their children’s socialization skills, and had experienced a decrease in their parental stress (Ilg et 

al. 2018).  

Evaluation of the programs 

General evaluation procedures 

The evaluation procedures followed Smith’s (2007) first two recommendations about the design 

of research studies on psychosocial interventions in autism. First, each of the three programs was 

formulated, initially applied to a small group of participants and eventually revised. Second, 

handbooks were developed and a systematic research plan was put forward, in accordance with 

each program’s specific goals.  

Description of participants 

This paper includes data from 71 parents (Beyond ASD: 23 parents, ETAP: 30 parents and ABC: 

18 parents). The description participants can be found in Table 5.  

[Table 5] 

Measures 

We investigated the social validity of these three programs, from the parents’ perspective. For 

each program, we evaluated parents’ attendance rate and level of satisfaction. 

For Beyond ASD, parents completed a 14-item evaluation questionnaire at the end of each 

workshop (Gagnon 1998 in Naud and Sinclair 2003) to assess the program’s content (i.e. topics 

and objectives, 2 items), means (i.e. material and educational strategies, 3 items), facilitation (i.e. 

facilitators’ ability to lead the group, 4 items), atmosphere (i.e. respect, feeling of belonging to 

the group, 2 items), practical outcome (i.e. practical utility of what has been learnt, 2 items) and 

their general satisfaction (1 item). Each item was rated on a 4-point Likert-type scale ranging 
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from 1 (totally disagree) to 4 (totally agree), with higher scores reflecting greater satisfaction. At 

the end of the program, the Parent Evaluation Inventory-Parent Treatment (PEI-Parent, Kazdin et 

al. 1992, French adaptation by Massé 1998) was used to assess the extent to which the program 

was viewed positively by the parents. The nineteen items of the PEI-Parent are rated on a five-

point Likert-type scale. It includes 2 subscales: the progress subscale, which includes 11 items 

and aims to assess whether parents feel they have made progress in their parental role thanks to 

participating in the program (maximum score of 55) and the acceptability subscale, which 

includes 8 items and measures whether parents found the program to be appropriate, interesting 

and stimulating (maximum score of 40). Higher scores indicate greater levels of progress and 

acceptability. Total score is obtained by summing all items. It ranges from 19 to 95. The PEI has 

shown high levels of reliability and validity and is able to discriminate among treatments and 

reactions to them (e.g., Kazdin 2000). 

For the ETAP program, a seven-item questionnaire was specifically developed to assess 

participants’ satisfaction with the objectives of the program, as well as with the procedure and 

methods used in the program (content, group format, professionals). This questionnaire related to 

main goals, personal goals, content of the program, place in the group, level of confidence in the 

group, ease to speak in the group and professionals’ interventions (Derguy et al. 2017). Each 

item is rated on a four-point Likert-type scale ranging from 0 (Not at all Satisfied or Strongly 

Disagree) to 3 (Completely Satisfied or Strongly Agree). Higher scores reflect greater 

satisfaction. Each score is considered independently.  

For the ABC program, the 9-item short form of the Treatment Evaluation Inventory (TEI-SF, 

Kelley et al. 1989), adapted and translated into French (Paquet et al. 2017), was used in post-

intervention to assess parents' acceptance of the provided procedures. TEI-SF items are designed 
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to evaluate the acceptability, appropriateness, and predicted effectiveness of a given treatment 

(Kelley et al. 1989). Items are rated on a five-point Likert-type scale with fixed, anchored points, 

ranging from 1 (strongly disagree) to 5 (strongly agree). Total scores are obtained by summing 

all items (minimum score 9 and maximum score 45), with higher scores indicating greater levels 

of acceptability. Based on Kazdin and co-workers’ (1981) formula, a moderate acceptability 

rating on the 9-item TEI-SF would be 27 (resulting from a midpoint score of 3 on each item). 

Kelley et al. (1989) reported an internal consistency of .85 and more recently, Paquet et al. 

(2017) reported one of .79 in a French validation.  

Satisfaction with the effects of the program was evaluated in post-intervention with the Therapy 

Attitude Inventory (TAI, translated and adapted into French with the author’s authorization; 

Eyberg 1993). The TAI includes 10 statements concerning feelings of progress in parental skills 

and knowledge, parental self-confidence, relationship with the child, child behavior, as well as 

indirect effects of the program on other family problems and general satisfaction about the 

program. Each statement is rated on a five-point Likert-type scale, ranging from 1 (I disliked it 

very much) to 5 (I liked it very much) (minimum score 10 and maximum score 50). A moderate 

acceptability rating on the TAI would be 30 (Kazdin et al. 1981). The scale has a good internal 

consistency, with a Cronbach’s alpha of .88 (Eyberg 1993).   

Data presentation and analysis 

Results are presented as Mean Score (Standard Deviation)/Theoretical Maximum Score. 

In addition, for each program, we calculated the Effective attendance rate (EAR) as follows: 

EAR (%) = Number of effective attendances ⁄ Number of expected attendances × 100 and 

Number of expected attendances = Total number of workshops × Number of parents enrolled. 
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Results 

Across the three programs, none of the participants discontinued the intervention before their 

conclusion.  

For Beyond ASD, almost all participants attended every single workshop (Table 6). Parents were 

satisfied with the workshops’ contents (mean score = 7.81 (0.27)/8), means (mean score = 11.51 

(0.54)/12), facilitation (mean score = 15.73 (0.41)/16), practical outcome (mean score = 7.96 

(0.12)/8), and atmosphere (mean score = 7.18 (0.59)/8). General satisfaction after the workshops 

was high (mean score = 3.94 (0.15)/4). At the end of the program, participants felt empowered in 

their parental role (PEI-Parent: mean progress score = 43.67 (5.56)/55) and were satisfied (Mean 

acceptability score = 37.33 (2.35)/40). Overall, Beyond ASD was rated 81 (7.23)/95 (85.3%) on 

the PEI-Parent scale. 

For the ETAP program, participants showed regular attendance and half of them never missed a 

single workshop (Table 6). Parents reported being generally satisfied with all of the evaluated 

aspects (main goals: 2.48 (0.51)/3; personal goals: 2.46 (0.58)/3; content: 2.43 (0.50)/3; place in 

the group: 2.46 (0.50)/3; level of confidence in the group: 2.64 (0.48)/3; ease to speak in the 

group: 2.71 (0.46)/3; professionals’ interventions: 2.64 (0.48)/3).  

For the ABC program, participants also showed regular attendance, but a majority (all of the 

fathers and a few mothers) missed at least one workshop (Table 6). Parents considered the 

strategies learned during the program could be used at home with their child (mean total 

acceptability score of 39.39 (4.39)/45 on the TEI-SF; Ilg et al. 2018) (mean total acceptability 
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score of 39.39 (4.39)/45 on the TEI-SF). They were also very satisfied at the end of the program 

(mean total score of 40.89 (6.79)/50 on the TAI scale; Ilg et al. 2018).   

[Table 6] 

Discussion 

Beyond ASD, ETAP and ABC programs’ social validity assessments revealed that parents were 

globally satisfied with all three programs. Attendance rates were above 85% in all cases.  

The need to support parents of a child with ASD has been clearly identified (Derguy et al. 2015; 

Papageorgiou and Kalyva 2010). Witnessing parents’ general satisfaction to receive tailored 

support was not surprising, given the scarcity of support programs currently available in France. 

Following the later recommendations of good practice of the French HAS (HAS and ANESM, 

2012), these three programs aim to bridge the gap in family support and training, and to 

strengthen the parent-professionals partnership (Krieger et al. 2013). Along with a few other 

programs (e.g. Rattaz et al. 2016), they contribute to enrich the offering of support for French 

speaking parents of a child with ASD. Ensuring the availability of a variety of programs, 

ranging from support and information to specific skill training, should allow professionals to 

select the most appropriate for the parents they meet. It is important to keep in mind that 

programs’ efficacy may vary greatly with child or parent characteristics (Baker-Ericzén et al. 

2010; Cappe et al. 2014). Offering a wide range of programs makes it possible to individualize 

and optimize family interventions in order to improve parental quality of life and child 

development (Stahmer et al. 2011). Beyond ASD and ETAP are both destined to be a first step 

in parents’ stressful post-diagnosis path (Chamak et al. 2011). Beyond ASD includes several 

tasks and exercises that require that participants have good spoken and written language skills 

and it may not be suited for parents for whom French is not the first language, whereas ETAP 



French awakening! 19 

does not have such requirements. ABC is better suited for advanced parents, who wish to 

acquire more technical skills in order to promote their child’s development. Some parents may 

benefit from participating to several of these programs. In Quebec, Beyond ASD and ABC are 

jointly offered one after the other. This might be an option to consider in France, because in our 

three programs, some participants expressed the need for more support (e.g. increase 

workshops’ number or length, include follow-up meetings or more individual/home visits, 

address additional topics). Several studies have reported that parents are satisfied with the group 

format and the social and emotional sharing opportunities it allows (Banach et al. 2010; Bitsika 

and Sharpley 2000). Participating in several group programs would also increase such 

opportunities. However, combining interventions requires prior consideration on whether these 

interventions are complementary, partially overlapping (in which case one would be redundant), 

and whether they use different or even mutually exclusive conceptual or operational 

vocabularies, which can be confusing for the families (Vivanti 2017). 

We recorded surprisingly high attendance rates for all three programs, despite the well-known 

pressing schedule of parents of a child with ASD (Cappe et al. 2011). However, some 

participants did not attend every single workshop. For Beyond ASD, very few parents (2/23) 

missed a workshop, but for ETAP (15/30) and ABC (11/18, mostly fathers) more did. One of 

the reasons for this difference in assiduity may be that Beyond ASD includes only five 

workshops, whereas ETAP includes seven and ABC twelve. It may have been more difficult for 

parents, especially fathers, to commit for many workshops over a long period of time. Hence, it 

seems important to offer programs that are adapted to parents’ schedules. Particular thought 

should be given to the time when workshops should take place and eventually to provide 

childcare during workshops. Professionals should encourage parents’ attendance all along the 
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programs. In addition, further developments could include distance training for overstretched or 

isolated parents, who wouldn’t otherwise be able to attend workshops.   

Limits 

This study has several limitations. First, the use of different tools in the programs’ evaluation 

procedures makes it difficult to compare results. This is a common limitation when attempting 

to compare programs, even more so on the international scene, because the same questionnaires 

are not always available in different languages. However, the aim of this paper was not to 

compare results. Second, these evaluations included a small number of participants, who may 

not have been representative of the population. Besides, most participants lived as a couple and 

the situation of single parents may be very different. Beyond ASD and ETAP included a 

majority of mothers among their participants. Professionals often expect fathers to be less 

available and/or interested in taking part in such programs, and generally consider mothers as 

their main interlocutor for childcare. However, the ABC program insisted on the involvement of 

both parents and managed to include 16 parents, mothers and fathers of 8 families. Even though 

all fathers missed at least one of the twelve workshops, none of them actually dropped out of 

the program. Given the importance of consistency between parents in teaching new skills to 

children with ASD, encouraging fathers’ participation in such programs could be an interesting 

lead to follow. On the long run, it would be worthwhile to systematically consider offering such 

support programs to both parents in the post-diagnosis course of care.  

Perspectives and conclusion 

In! this!paper,!we!have!documented! that! the!programs!“Beyond ASD, parental skills within 

my reach”, “ETAP” and “ABC of the behavior of children with ASD: parents in action!” were!

experienced! as! being! socially! acceptable! by! the! parents!who! participated.! In! France,! the 
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lack of research interest regarding parents of a child with ASD is probably one of the many 

collateral damages of a painful history marked by psychogenic theories incriminating mothers 

for their child’s disturbances (Greenberg et al. 2006). The accusations that have long been 

abusively addressed to families have led to the widespread idea that supporting parents would be 

tantamount to acknowledge their possible failures. In this regard, the best practice guidelines of 

the French National Authority for Health and the fourth governmental plans for autism (2018-

2022) represent an important step towards better consideration of families. French health and 

medico-social professionals should now be given appropriate means to ensure successful 

implementation of these programs, which require human resources, as well as significant training 

and preparation time. This remains a challenge and requires a cultural shift, as in France socio-

medical establishments traditionally focus resources and interventions on the person with ASD 

while families are often pushed aside.  

Ethical statement 

For all three programs, participants were given the necessary information and gave their 

informed consent to take part in the study. In addition, all procedures performed were in 

accordance with the ethical standards of the respective institutional and/or national research 

committees and with the 1964 Helsinki declaration and its later amendments or comparable 

ethical standards.   
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Table 1: Programs’ formats and characteristics 

Programs characteristics Beyond ASD ETAP ABC 

Model of the group Parents education Parent education Parent training 

Participants Parent or legal guardian Parent or legal guardian Parent or legal guardian 

Program’s beneficiaries (direct target) Parent Parent Parent 

Child present during the group No No No 

Child’s age < 8 years ≤ 10 years < 8 years 

Collective workshops (nb. of workshops) Yes (5) Yes (7) Yes (12) 

Duration of each workshop 2.5 hrs 1.5 hrs 2 hrs 

Closed group (nb. of participants) Yes (6-10) Yes (10 max.) Yes (10 max. / 5 families) 

Individual support sessions/interviews Yes (5; after each workshop) Yes (2; pre- and post-) Yes (3; pre-, mid-, post-) 

Professionals involved 2 psychoeducators or psychologists 

(workshops facilitation) and at least 

1 accompanier (individual support) 

1 psychologist and 1 other professional 

involved in ASD interventions (e.g. 

psychiatrist, speech-language therapist, 

etc.)  

2 psychoeducators or psychologists 

(workshops facilitation) 
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(workshops facilitation) 

Training for facilitators and accompaniers 

(duration) 

Yes (2 days) Yes (2 days) Yes (2 days + supervision) 

Handbooks for professionals and 

participants 

Yes  Yes Yes  

Educational strategies used: 
   

• Theoretical lectures Yes Yes Yes 

• Group and/or pair discussions  Yes Yes Yes 

• Individual exercises Yes Yes 
Yes 

• Clinical vignettes/testimonials Yes Yes Yes 

• Practical/Situational exercises / 

Role playing 

Yes Yes No 

• Homework Yes No Yes 

• Visual material Yes Yes Yes 
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• Self-evaluation Yes Yes Yes 
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Table 2: Specific goals of Beyond ASD program 

Workshops  Specific goals 

1/ Discovering the child’s unique nature • Knowing the characteristics of ASD 

• Knowing related disorders 

• Identifying diagnostic manifestations in one’s own child 

• Identifying shared personality traits (virtues and flaws) between parents, relatives and the child with 

ASD 

2/ Respecting one’s own adaptation process • Understanding the 5 steps of the adaptation process 

• Identifying one’s own position in the process 

• Identifying coping strategies to help face the situation 

• Acknowledging one’s own personal strengths 

3/ Developing a positive relationship and 

effective communication with a child with 

ASD 

• Understanding the relational challenges of ASD  

• Identifying challenges in the relation with one’s own child 

• Identifying effective means to communicate with children with ASD 

• Identifying effective means of communication with one’s own child 

4/ Understanding education strategies adapted 

to a child with ASD 
• Identifying appropriate ways of structuring the child’s time, space and activities 

• Identifying at least one advantage of structuring one’s own child’s environment on a daily basis  

5/ Acting positively upon one’s parental role • Thinking about the obstacles encountered in daily life 
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• Identifying strategies to face them 

• Thinking about the time and energy allocated to the different areas of one’s daily life 

• Identifying ways to regain a satisfying personal balance 
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Table 3: Specific goals of the ETAP program  

Workshops Specific goals (Therapeutic Education skills) 

1/ Autism, what is it for me? • Expressing representations and knowledge about ASD (causal beliefs, symptoms, interventions), 

• Explaining risks factors of ASD, 

• Managing the feeling of uncertainty regarding prognosis, 

2/ Communication with my child • Understanding the elements underlying communication (which facilitates, which slows down), 

• Identifying strategies to improve communication and social interaction with the child, 

• Expressing the experiences and concerns about the child's disorder, 

3/ Understanding the link between my child's 

emotions and challenging behaviors 

• Analyzing challenging behaviors (i.e., antecedents, consequences, context of the behavior), 

• Managing behavior and identify environmental adaptation strategies, 

• Expressing feelings and concerns about the child's disorder and its consequences on everyday life, 

4/ Dealing with stigmatization • Understanding social and family impacts of ASD, 

• Expressing feelings about the child's disorder and its consequences on everyday life, 

• Expressing feelings about stigma, 

• Identifying strategies to cope with stigma, 

5/ Relationships with family, friends and 

colleagues 

• Understanding social and family impacts of ASD, 

• Expressing feelings about family relationships: spouse, parents, other child, 

• Informing relatives about the child's disorder, 

6/ Identifying and using resources of health- • Identifying interventions; structures and health-care professionals (e.g. psychologists, speech-language 
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care and social system therapists, etc.), 

• Making use of administrative and social services, 

• Identifying opportunities for additional financial aid, 

• Developing decision-making and critical thinking about interventions 

• Asking relatives for help and support (family, professionals, friends) 

7/ Assessment of my participation • Sharing your experiences about your participation in the program 

• Identifying the advantages and limits of your participation 

• Exchanging together on your perception of the future with your child 
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Table 4: Specific goals of the ABC program 

Workshops  Specific goals 

1) 1/ Understanding the ASD diagnosis • Understanding ASD 

• Being informed about evidence based interventions. 

2) 2/ Observing a behavior • Describing efficiency a learning objective in a specific context 

3) 3/ Using antecedent strategies and 

strengthening behaviors 

• Learning to help his/her child in order to clarify requests and promote the onset of a behavior 

• Combining cues for a reinforcement procedure  

4) 4/ Teaching new skills • Learning to deconstruct a behavior in order to teach it 

5) 5/ Understanding and managing problem 

behaviors 

• Learning to deal with problem behaviors in order to reduce them. 

6) 6/ Optional session • Being able to promote the emergence of a behavior on one optional topic: toileting, feeding or 

sleeping issues.  

7) 7/ Generalization and maintenance of gains • Learning to prompt fading 

• Learning to generalize a behavior 

• Learning to maintain a behavior 

 

8) 8/ Communication skills: facilitating 

requests  

• Using efficiently the natural environment to learn to communicate 

9) 9/ Communication skills: teaching initiations • Using efficiently the natural environment of the child in order to develop social initiations  
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10) 10/ At school • Knowing how to facilitate the transitions from home to school 

11) 11/ Optional session • Being able to promote the emergence of a behavior on one optional topic: toileting, feeding or 

sleeping issues. 

12) 12/ Identifying future goals • Summarizing the behavioral management strategies addressed in the program.  

• Being able to develop an action plan to achieve a behavioral objective  
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Table 6: Parents’ attendance for the three programs 

Variables 

Beyond ASD 

N = 23 

ETAP  

 N = 30 

ABC 

 N =18 

Number of parents who attended every single workshops (n; %) 

Women 

Men 

21; 91% 

15; 94 % 

6; 86 % 

15; 50% 

13; 57 % 

2; 29 % 

7; 38,9% 

7; 70% 

0; 0% 

Effective Attendance Rate (EAR; %) 

Women 

Men 

98.3 % 

99% 

98% 

88.6% 

 92% 

79% 

87.5% 

95% 

78% 

 


